a care planning process driven by partnerships between physicians, patients, and the patient's family, active participation of patients in decision-making, utilization of information technology to support optimal patient care, performance measurement, patient education, and enhanced communication, active participation of patients and families in quality improvement at the practice level. 1 As PCMH demonstration projects were developed and tested, concern and criticism surfaced that PCMHs were not sufficiently "patient-centered" or inclusive of patient and family perspectives. 2 Although the phrase "patient and family engagement" is often shortened to "patient engagement," we believe it is imperative to be explicit and consistent in the inclusion of the word "family." Families play a key role in promoting health and wellness, managing chronic and complex conditions, and assisting with transitions and ongoing care for patients of all ages. We need systems in place in primary and specialty care practices, and across the entire health care continuum that encourage family involvement in appropriate facets of patient care to the extent patients desire. Maintaining a broad definition of family as "2 or more persons related in any way-biologically, legally, or emotionally" 3 is critical to ensuring that patients' choices about who will participate in their care are respected.
There are many definitions and conceptualizations of PFE (Table 1) . [4] [5] [6] [7] [8] These definitions, although differing slightly, all articulate the importance of: partnerships among patients, family members, and health care providers at multiple levels; partnerships that are exemplified by specific behaviors, organizational policies, and principles patients and family members as essential members of the health care team; partnerships for improving health, quality, safety, and delivery of health care. The importance of family engagement in care and decision-making has been a hallmark of pediatric care for 30 years. 9 In pediatrics, PFE is often conceptually "linked" because children are generally not considered autonomous decision-makers.
Therefore, we will discuss PFE together as 1 entity in this manuscript. Conversely, in adult medicine, engagement is more nuanced. For adults with severe cognitive impairment or dementia, the conceptualization of engagement is similar to pediatrics because these adults require family participation in their care and decision-making. However, in functionally independent adults (eg, those who do not need significant assistance with their activities of daily living) and those without severe cognitive impairment, patient engagement is conceptually distinct from family engagement and the tacit assumption is that family "engagement" is optional and may be unnecessary. Therefore, for this review, we present literature on family engagement separate from patient engagement.
In the following sections, we review key literature demonstrating the effectiveness of PFE in several areas, highlight emerging best practices and models for PFE, suggest questions for future research, and provide references to tools and resources to facilitate implementation of PFE strategies.
METHODS

Patient and Family Engagement Workgroup
This article reflects the efforts of the Patient and Family Engagement Workgroup as part of the Society of General Internal Medicine's PCMH Research Conference II in May 2013. 10 The workgroup comprised a multidisciplinary expert panel of health care providers, health services researchers, and leaders from prominent community organizations dedicated to partnering with patients and families in health care at all levels. The workgroup met monthly over the year preceding the conference and reviewed evidence around PCMH and PFE. At the conference, the workgroup presented its findings to conference attendees, identified gaps and areas for growth, and discussed the policy-relevant research agenda for PFE. The group has continued to meet by means of conference calls to complete this manuscript.
Approach to the Literature
This article is not a systematic review, but rather a narrative or literature review 11 informed by existing systematic reviews relevant to the topic and the diverse perspectives of researchers, clinicians, and leaders of organizations with expertise in the field. We limited our search to empirical research that evaluated associations between patient and/or family engagement on outcomes or interventions to enhance patient and/or family engagement. We excluded commentaries, editorials, and articles using qualitative methods. We also excluded articles that examined associations between patient activation and outcomes or that focused on interventions to enhance patient activation without engaging patients or families in the design, implementation, or evaluation.
We conducted a preliminary literature search using PubMed to identify articles related to PFE published between 2000 and 2015. Search terms included "patient and family engagement," "patient engagement" OR "patient activation," "patient engagement" OR "patient activation" AND "quality," "medical home" AND "quality," "professionalfamily relations" AND "engagement," "professional-family relations" AND "companions," "professional-family relations" AND "family-centered care," "patient-centered care," "physician-patient relations" AND "quality" AND "participation," and "physician-patient relations" AND "engagement." Additional articles were found by reviewing reference lists, from the American Academy of Pediatrics 12 and Family Voices 13 websites, personal contact with experts, and recommended sources from workgroup members.
RESULTS
We identified 14 relevant systematic reviews [14] [15] [16] [17] [18] [19] [20] [21] [22] [23] [24] [25] [26] [27] and other primary publications related to PFE in direct care of individuals and quality improvement (QI).
Engagement in the Direct Clinical Care of Individuals
PFE in direct care can influence communication and information sharing, self-care, decision-making, and safety. 14 The evidence we cite below highlights some of these potential avenues for engagement.
PFE in Pediatrics
At least 1 study in pediatrics has demonstrated that pediatric physicians are more patient-centered in their communication behaviors (eg, provided more information) when they interacted with parents who were more engaged during the encounter (as manifested by asking questions, expressing preferences and concerns). 28 A systematic review of 24 studies [including 7 randomized controlled trials (RCT)] analyzed evidence for family-centered care (FCC), conceptualized as family-provider partnership, for children and youth with special health care needs or similar populations. The review found that FCC is positively associated with several outcomes, including: efficient use of services, better health status (eg, psychological functioning, quality of life, symptom severity), satisfaction with communication, systems of care, family functioning, and family impact/cost (eg, parents missed work days). There was little evidence of effects of FCC on transition to adulthood and cost. 23 Family engagement in care can also improve safety. A study by Benjamin and colleagues video-taped family-centered rounds in 150 hospitalized children. Their findings suggested that family-initiated communication about medication topics resulted in appropriate changes to the children's medications that altered treatment and was important for safety, adherence, and satisfaction. 29 Most of the research on FCC in pediatrics has focused on the hospital setting. 23 However, the National Center for Medical Home Implementation developed a comprehensive monograph including relevant research, tools to support partnership, and examples of best practices of such partnerships from 17 pediatric practices across the country. 30 The monograph describes strategies for partnering with families as reported by practices, including offering peer and family support; providing information and education through written materials, programs, and events; ensuring culturally competent services; and offering opportunities for families to participate as partners for improvement.
The benefits of PFE during clinical rounds, where medical trainees present to attending physicians, has also been explored. A systemic review of 17 studies (15 in pediatric populations) sought to assess whether family presence during rounds, compared with noninclusion of family members, leads to positive outcomes and increased satisfaction based on the perspectives of patients, parents, families, and health care providers. 21 The review noted benefits including increased feelings of inclusion and sense of teamwork, enhanced communication, better understanding of care plans, enhanced decision-making, and greater satisfaction. 21 However, concerns relating to confidentiality and privacy, potential negative impact on trainee teaching (family presence leading to limited discussions or less teaching), and potential for increased family confusion/anxiety (feeling rushed to make decisions) were also noted. 21 Although family centered rounding gives patients and families opportunities to collaborate in care and planning, it does not guarantee that this participation occurs. Further education and research are needed to address barriers and improve family-centeredness.
Patient Engagement in Adult Care
Active participation of patients in their own care and decision-making is associated with positive results, including: higher quality, fewer errors, more positive views of the health care system, and improved patient confidence-both in their ability to manage and control their own health conditions and also in the ability of the health system to deliver effective care. 26, 31, 32 A growing literature has examined potential benefits of engaging patients in decision-making through the use of decision aids. 22, 33, 34 However, studies designed to evaluate decision aids often do not measure patient participation in decisionmaking during the medical encounter and their impact on clinically relevant outcomes. 35 Clayman et al 15 recently published a systematic review to assess the extent to which patient participation in decision-making within medical encounters was associated with patient outcomes. They identified 116 articles (11 of used RCT designs). They concluded that very few RCTs have included measures of both participation in decision-making and at least 1 health outcome and attempted to relate the 2. In addition, there was little consistency in the measurement of these variables, and results were mixed. Nearly half of the RCTs and most of the nonrandomized studies reported an association between patient participation and at least 1 positive outcome.
Communication is an essential component of patientprovider relationships and the quality of communication is a useful lens for understanding the extent to which patients are engaged in their care. Studies have documented that patients' level of engagement has a reciprocal effect on physicians. [36] [37] [38] [39] Specifically, physicians engage in more patientcentered communication 36 and provide more information 37 when interacting with high (vs. low) participation patients (those who ask questions, provide information).
Grande et al 40 provides a useful tool for evaluating the feasibility of several intervention approaches in real-world clinical settings. Griffin et al 27 conducted the first systematic review of RCTs of interventions to alter the interaction between patients and providers and assess their effectiveness for improving patients' health and well-being. The review found 35 relevant trials. Only 1 study linked the intervention through process to outcome measures. Moreover, health outcomes were measured objectively in only 6 of the 35 trials, and only 4 of the trials with health outcomes met predefined quality criteria. The interventions significantly altered the process of interactions in the majority of the trials, with positive effects on health outcomes achieving statistical significance in 44% of the trials. The authors concluded that there are few rigorous trials of well-specified interventions to inform best practices.
A systematic review by Prey et al 19 of 17 studies (3 were RCTs) evaluated the use of health information technology to increase patient engagement in the inpatient setting. The interventions were grouped into the following categories: entertainment (eg, virtual reality/games), generic health information delivery (eg, videos), patient-specific information delivery, advanced communication tools (eg, video conferencing), and personalized decision support. This review highlighted that research on PFE within the inpatient setting is nascent and the quality of the evidence base is sparse. Only 2 studies in this review measured clinical outcomes (ie, smoking cessation and length of stay), suggesting an area of investigation for future studies.
Adams et al 41 tested, in an RCT, whether use of an interactive voice response system, the Personal Health Partner (PHP) integrated with the electronic health record, could improve the quality of pediatric primary care visits. Parents of children aged 4 months to 11 years called the PHP before routine visits and their responses were used to provide tailored counseling and goal setting before the upcoming visit. Data were then transferred to the electronic health record for review during visits. Intervention parents were significantly more likely to report discussing important issues such as depression and prescription medication use and being better prepared for visits. Moreover, all of the clinicians reported that the PHP improved the quality of their care.
Other strategies have been evaluated in systematic reviews, including consumer e-health tools (eg, secure e-mail messaging between patients and providers), 42, 43 mobile phone messaging, 44, 45 interactive applications for self-management of health, [46] [47] [48] [49] and telephone communication. 50 Although some of these strategies do facilitate interaction between patients and providers, they may not necessary involve true "partnership" unless the exchange is bidirectional or patients and/or families are involved in the design, implementation, or evaluation.
Personal health records and online portals have also been used to foster PFE in care. The "Blue Button" feature of online patient portal home pages provided by public and private organizations such as the Department of Veterans Affairs (VA) allows patients to access certain parts of their electronic health record and share it with others. In a survey of >18,000 participants from the VA, the majority of Blue Button users reported that it helped them understand their health history; 21% of users with a non-VA provider reported sharing their VA health information, and 87% reported that the non-VA provider found the information somewhat or very helpful. 51 One hundred primary care physicians and >20,000 of their patients participated in the OpenNotes study, which allowed patients access to clinic notes written by their physicians. 52 Most patients who responded to the postintervention survey reported an increased sense of control, greater understanding of their medical issues, improved recall of their plans for care, better preparation for future visits, and better medication adherence. Sharing the notes with family members was reported by 20%-42% of patients. Physicians frequently commented that OpenNotes strengthened relationships with some of their patients and that participation did not adversely affect their work loads.
Family Engagement in Adult Care
A growing literature supports the beneficial role families play in the health care of adults. Accompaniment to medical visits and participation in medical visit communication are specific ways families demonstrate engagement that is particularly relevant to the PCMH. Studies report that family member accompaniment occurs in approximately 20%-60% of health care encounters. 24, 53 Family member presence during visits has been shown to facilitate patient-physician communication and self-management behaviors. [53] [54] [55] [56] [57] [58] [59] [60] [61] [62] Companion behaviors include recording physician instructions, facilitating doctor understanding by relaying information regarding patients' medical history or needs, asking questions, explaining physicians' instructions, and supporting medical decision-making. 53, 56, 57, 62 In some studies, family accompaniment has been associated with greater patient satisfaction with the counseling and care they receive from health care providers.
A systematic review of 52 studies examined the influence of triadic (adult patient-family member-physician) communication within medical visits on decision-making. 20 There were generally no significant differences in communication behaviors in dyadic (patient and physician only) versus triadic visits. The review also found that patients and physicians perceive family members as helpful to the encounter; however, family members report feeling ignored by physicians and physicians report a lack of training in techniques to communicate with family members. It is possible that optimizing family engagement in routine medical visits may present a viable strategy for improving chronic care and ameliorating health disparities for certain patients. However, few studies have examine the effect of accompaniment and level of family engagement in medical visit communication on health outcomes and health care utilization. 24, 20 Few interventions have specifically targeted family members who accompany patients to medical visits to assess the impact of family engagement on processes and outcomes of care. 63 
PFE in QI in Practices
PFE in practice improvement can involve participating in QI activities, patient/family advisory councils, practice redesign, or providing feedback through surveys or focus groups. There is little empiric research on PFE in QI, despite calls for such research. 64 However, initial descriptive studies are emerging. Four programs utilizing PFE in QI efforts are presented in the 2010 AHRQ paper on engaging patients and families in the medical home. 14 The authors note that there is very little evidence about the impact of PFE in practice improvement activities on outcomes for the practices, clinicians, staff, or patients. The lack of evidence of effectiveness in turn limits adoption and implementation of such an approach. The most successful models for PFE in QI efforts come from large practice settings or smaller practices linked to a collaborative network, so there remains a question about the feasibility of implementing PFE strategies into routine practice for smaller settings.
The American Academy of Family Practice's Collaborative Care Research Network and the National Committee of Quality Assurance conducted a study of patient involvement in QI at the practice level in 112 NCQA-recognized PCMHs. 64 Using a web-based survey tool and follow-up interviews, they determined that only 32% of practices formally involved patients in QI teams or advisory groups. The authors concluded that achieving true patient and family centeredness will require a cultural shift in how patients are thought of as partners in, rather than solely as recipients of, care. 64 Table 2 highlights several emerging PFE best practices and models. [65] [66] [67] [68] 
Limitations
The methodology of a narrative review has strengths and limitations. While providing a current overview of a topic for those seeking a broad perspective in a readable format, there is a risk of selection bias due to a lack of rigid inclusion/exclusion criteria and weighting of studies, and 65 Area(s) of PFE: direct care, practice redesign, QI Goals/Objectives: A 3-yr initiative designed to advance the practice of self-management support in 5 safety net clinics and 1 primary care/multispecialty group practice in California. Intervention/Methods: This project provided practices with technical assistance to further PFE at 3 levels-individual care, QI, and in expanding use of community resources. Each organization was supported in partnering with patients and families. Results: Developed tools and strategies, in partnership with patient and family advisors, to engage, empower, and educate patients and their families.
Examples of one tool developed is "Making the most out of your visit," an agenda setting form. The Pediatric Practice Enhancement Project (PPEP) 66 Area ( Area(s) of PFE: Direct care, practice redesign, QI Goals/Objectives: Trains patients and physicians to work together at multiple decision-making levels within the health care system. This initiative brought together 4 primary care clinics and 1 Medicaid health plan to develop patient and family advisory councils. Interventions/Methods: They develop a Medical Advisory Council at CareOregon (a care plan supporting Medicare and Medicaid recipients). Sites worked collaboratively to develop a guide to help CareOregon members prepare for care visits by identifying goals and expectations for clinic visits. Results: The Member Advisory Council helped improve internal operations for CareOregon, expand dental coverage for members, and expand their work into the broader community. They enhanced the partnerships at the direct care level through the collaboratively developed guide, "Better Together." Their engagement and partnership influenced legislation in the development of the Community Advisory Councils (CACs) that serve to inform the Coordinating Care Organizations (CCO) throughout Oregon (Oregon's version of Accountable Care Organizations). As a result, 51% of CAC membership must be individuals who are receiving Medicaid services or who are family members of Medicaid recipients. Residency Education Initiative Work Group (REIWG) 68 Area(s) of PFE: Direct care, practice redesign, QI Goals/Objectives: The REIWG was convened under the auspices of the National Center for Medical Home Implementation and the American Academy of Pediatrics to better understand the perspectives of current residency programs to inform future development of a national medical home residency education curriculum. The primary objective of this workgroup was to identify pediatric training needs related to the medical home for all children, including children and youth with special health care needs, care coordination, and family-centered care. Interventions/Methods: Workgroup members include representatives from: American Academy of Pediatrics, Academic Pediatric Association, Association of Pediatric Program Directors, residency program directors, residents, family members, and medical home content experts. This group: (1) conducted a needs assessment of pediatric residency program directors regarding medical home training for pediatric residents; and (2) results of the needs assessment informed an online curriculum for pediatric residency training with strategies and core competencies for the medical home. The REIWG received funding from the Picker Institute to pilot a program on residents' ability to elicit family feedback and shared decision-making during clinical encounters. Result: The workgroup demonstrated that evidence of formal medical home curriculum experiences in residency education is limited despite the fact that pediatric residency programs want to incorporate medical home education into their curricula. The results also demonstrated feasibility and favorable associations for fostering shared decision-making and working with families in residency education.
author subjectivity in analyses and conclusions. However, co-authoring this manuscript with leaders of national organizations dedicated to partnering with patients and families and training health care providers and health care system leaders in PFE provides a unique perspective that strengthens the manuscript. We mitigate the potential for bias by describing our search strategy and including systematic reviews. We acknowledge that not all relevant studies, models, or best practices are included in this manuscript, nor does this manuscript discuss in detail all areas in which PFE may occur. However, information pertinent to areas not discussed in this paper can be found elsewhere. 14 
DISCUSSION
On the basis of our review of the literature and our unique multidisciplinary perspectives, we have reached several key conclusions. First, there is great interest in and rhetoric directed toward the importance of partnering with patients and families across various levels to improve the effectiveness, efficiency, and safety of health care. 69 Second, although there is some evidence that PFE is effective, mostly related to engagement in the care of individual patients, the evidence is mixed. There have been relatively few empiric studies examining the effectiveness of PFE in QI, safety, and policy change. Third, there is little practical guidance on how to facilitate PFE. 70, 71 Several critical factors slow progress in this area. First, we lack a single comprehensive theory-driven conceptual model that explicates the mediating pathways and outcomes of PFE, 4 even though frameworks exist for understanding engagement in specific areas. 72 Such a model would allow researchers and implementation scientists the opportunity to explicitly test their hypothesized causal models. Second, very few validated measures exist to define or quantify the outcomes of patient and/or family engagement across the various levels. [73] [74] [75] Existing measures conflate engagement with other constructs that have validated measures, such as the patient activation measure, 76 patient empowerment measures, 77 and patient experience measures. 75 More work is needed in measure development if we are to track and monitor progress of engagement and assess what works and how it works over time. Finally, there is no MESH term for "patient and/or family engagement." Terms used to assess these constructs are often used without consistency. This highlights Coulter's 78 conclusion that "ymuch is known about effectiveness of PFE strategies and best practices to support it, but available evidence in ambulatory practices is limited because the literature is widely dispersed among various disciplines and journals." Finally, much remains to be learned about best practices for implementing PFE strategies at the various levels across the health care system. Although many interesting and promising PFE models exist, further exploration is warranted to advance this research. Table 3 provides a list of the most pressing research questions/issues that we feel would advance the field of PFE in health and health care. These questions are generally consistent with research needs published in the 2010 AHRQ review of PFE in the medical home, 14 and other sources. Table 4 provides a list of recommendations and resources to facilitate PFE across various levels of care. [79] [80] [81] [82] [83] [84] [85] [86] [87] [88] [89] [90] [91] [92] 
CONCLUSIONS
Despite a general consensus within the medical community of the importance of partnering with patients and families, 3, 14, 53 more work needs to be done to operationalize these partnerships and evaluate the effectiveness and impact of strategies designed to enhance engagement. A systematic approach to integrating PFE strategies into health care delivery is What infrastructure and key behaviors or actions on the part of the health care organization are needed to foster and sustain involvement of patient and family advisors in primary care transformation, QI, safety, or other efforts to improve care? What is the best method to provide training and support to patients and families so that they can effectively participate as advisors in quality improvement initiatives and primary care redesign efforts? What are the training needs of health care professionals, patients, and families to better facilitate effective partnerships in quality improvement and practice redesign? What are the added benefits and costs of engaging patients and families in QI and primary care redesign efforts? Patient and family engagement in research How can we best engage individual patient and family advisors and patient-led and family-led organizations in the development of measurement tools, the design of measurement protocols, the implementation of relevant research studies, and the interpretation/ dissemination of results? What are the best methods for preparing patient and family advisors and patient-led and family-led organizations to partner in primary care medical home research?
QI indicates quality improvement.
needed. 78 Engaging patients and families as active partners in their health and health care should not be a privilege afforded to a select group, but a right for all patients.
